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ABSTRACT

OBJECTIVE To determine, in a family practice setting, women’s views on incentives for and barriers to taking 
chemopreventive therapy for breast cancer.

DESIGN Descriptive, qualitative study using in-depth semistructured interviews.

SETTING Women’s College Family Practice Health Centre, an academic centre in Toronto, Ont.

PARTICIPANTS Three groups of women were recruited: women who might in future be candidates for 
chemoprevention, women who were then candidates for chemoprevention, and then-current participants in the 
Study of Tamoxifen and Raloxifene (STAR) chemoprevention trial.

METHOD Women were asked about their views on taking a pill to prevent breast cancer, their hopes and 
expectations regarding chemoprevention, incentives for and barriers to accepting chemopreventive therapy, 
and their preferred sources of information. Visual analogue scales were used to estimate perceived risk of 
breast cancer and personal interest in chemoprevention. Participants’ Gail scores, perceptions of risk of breast 
cancer, perceptions of likelihood of accepting chemopreventive treatment, attitudes, views, and experiences 
were recorded.

MAIN FINDINGS The 27 women interviewed (median age 61 years, range 38 to 77) had a mean Gail score of 
3.3 (indicating a 3.3% estimated risk of breast cancer within the next 5 years), range 1.4 to 6.8. Women were 
very interested in chemoprevention (62% to 67% likelihood of their taking it in the next 5 years). Perceived risk 
of breast cancer was not correlated with actual risk or with likelihood of taking chemopreventive therapy. To 
accept chemoprevention, women needed to know it would lead to an acceptable decrease in risk of breast 
cancer and needed more information about the medication. Incentives for acceptance included clear evidence 
of effi cacy, prevention of cancer, altruism (contributing to an important area of research), secondary gain, and 
the feeling of being proactive and in control. Barriers 
included fear of side effects, lack of information, denial, 
aversion to medication, the term “chemoprevention,” 
and the effect of the “HRT fi asco.” Women’s most trusted 
information source was their family physicians. Women 
overestimated their risk of breast cancer.

CONCLUSION Women were interested in 
chemoprevention, but required more information, 
preferably from their family physicians. Our data suggest 
that at least 4 conditions must be met for women to 
accept chemopreventive therapy. They must believe 
in its effectiveness, be proactive about their health 
care, believe side effects will be tolerable, and be able 
to overcome the fear of ingesting a pill. To make the 
therapy more acceptable, the term “chemoprevention” 
should be discontinued.

preferably from their family physicians. Our data suggest 

EDITOR’S KEY POINTS

• Chemoprevention for women at risk of breast cancer 
has been shown to be effective (40% to 50% reduc-
tion in risk), but women have been slow to accept 
it. This study explores the expectations and barriers 
regarding use of tamoxifen or aromatase inhibitors 
for preventing breast cancer.

• At-risk women were interested in chemoprevention 
if there was strong evidence of its effi cacy, if they 
had had a personal experience (eg, a friend) with 
cancer, or if they were “proactive” people who liked 
to control their own health.

• Barriers included fear of side effects, the association 
(by name) with chemotherapy, lack of information, 
denial, and the “HRT fi asco.”

• Women vastly overestimated their individual risk of 
breast cancer, but most seemed in favour of chemo-
prevention. More than 60% said they would likely 
take it.

This article has been peer reviewed. 
Full text available in English at www.cfpc.ca/cfp
Can Fam Physician 2006;52:624–625.
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Points de vue des femmes sur 
la chimioprévention du cancer du sein
Étude qualitative

R. Heisey, MD, CCFP, FCFP N. Pimlott, MD, CCFP M. Clemons, MB BS, MD, MRCPUK S. Cummings N. Drummond, PHD

RÉSUMÉ

OBJECTIF Dans une pratique familiale, déterminer les opinions des femmes sur une thérapie chimiopréventive 
pour le cancer du sein.

CONCEPTION Étude qualitative descriptive à l’aide d’entrevues semistructurées.

CONTEXTE Centre universitaire médical de pratique familiale du Women’s College, à Toronto.

PARTICIPANTES On a recruté trois groupes de femmes: de futures candidates pour une chimioprévention, 
d’actuelles candidates et des participantes à l’étude STAR sur la chimioprévention à l’aide du tamoxifène et du 
raloxifène.

MÉTHODE On a demandé aux femmes ce qu’elles pensaient de prendre un médicament pour prévenir le cancer 
du sein, leurs espoirs et leurs attentes entourant la chimioprévention, les incitatifs et les obstacles relatifs à cette 
thérapie et leurs sources privilégiées d’information. Des barèmes analogues visuels ont été utilisés pour estimer le 
risque perçu de cancer du sein et les intérêts à l’endroit de la chimioprévention. On a enregistré les scores Gail, le 
risque perçu de cancer du sein, la probabilité d’accepter le traitement, les attitudes, les opinions et les expériences.

PRINCIPALES CONSTATATIONS Les 27 sujets (âge moyen de 61 ans, allant de 38 à 77 ans) enregistraient un score 
Gail moyen de 3,3 (un risque estimé de 3,3% de cancer du sein au cours des 5 prochaines années) variant de 1,4 
à 6,8. Les femmes étaient très intéressées à la chimioprévention (62% à 67% de probabilité de la suivre au cours 
des 5 prochaines années). Le risque perçu de cancer du sein n’était pas directement associé au risque réel ni à 
la probabilité de suivre la thérapie. Pour accepter la chimioprévention, les femmes voulaient savoir s’il y avait 
une réduction acceptable du risque de cancer du sein et de plus de renseignements sur les médicaments. Au 
nombre des incitatifs fi guraient une effi cacité clairement éprouvée, la prévention du cancer, l’altruisme (contribuer 
à une importante recherche), les bienfaits secondaires et le sentiment d’être proactive et en contrôle. Parmi 
les obstacles, il y a la peur des effets secondaires, le 
manque d’information, le déni de la réalité, l’aversion aux 
médicaments, le terme «chimioprévention» et les effets 
du «fi asco de l’hormonothérapie substitutive (HTS». Pour 
elles, les médecins de famille représentaient la source de 
renseignements la plus fi able. Les femmes surestimaient 
leur risque de cancer du sein.

CONCLUSION Les femmes s’intéressaient à 
la chimioprévention, mais voulaient plus de 
renseignements, préférablement de leurs médecins de 
famille. Nos données font valoir que pour l’accepter, 
les femmes doivent croire en son effi cacité, être 
proactives à propos de leurs soins de santé, croire que 
les effets secondaires seront tolérables, être capables de 
surmonter leur peur d’avaler un comprimé. Il faudrait 
cesser d’utiliser le terme «chimioprévention».

Cet article a fait l’objet d’une révision par des pairs. 
Le texte intégral est accessible en anglais à www.cfpc.ca/cfp 
Can Fam Physician 2006;52:624–625

POINTS DE REPÈRE DU RÉDACTEUR

• Il a été démontré que la chimioprévention chez les femmes 
à risque de cancer du sein est effi cace (réduction du risque 
de 40% à 50%), mais les femmes se sont montrées lentes à 
l’accepter. Cette étude explore les attentes et les obstacles 
entourant le recours au tamoxifène ou aux inhibiteurs de 
l’aromatase pour la prévention du cancer du sein.

• Les femmes à risque étaient intéressées à la chimiopréven-
tion si son effi cacité avait été fortement démontrée, si elles 
avaient eu une expérience personnelle entourant le cancer 
(par exemple, une amie) ou si elles étaient des personnes 
«proactives» qui aimaient contrôler leur propre santé.

• Au nombre des obstacles figuraient la crainte des effets 
secondaires, l’association (par l’appellation) à la chimiothé-
rapie, le manque d’information, le déni de la réalité et le 
«fi asco de l’hormonothérapie substitutive».

• Les femmes surestimaient considérablement leur risque 
individuel de cancer du sein, mais la plupart d’entre elles 
semblaient en faveur de la chimioprévention. Plus de 60% 
ont dit qu’elles accepteraient probablement de la suivre.
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Breast cancer remains a major global health 
issue; around 200 000 new cases were diagnosed 
in North America during 2004.1 Unfortunately, 

despite improvements in management of breast cancer, 
many women still die of it.

For women at increased risk of breast cancer, tra-
ditional options for primary prevention include bilat-
eral prophylactic mastectomy or oophorectomy.2-4

Understandably, these strategies are unacceptable to 
most women. The concept of chemoprevention, how-
ever, is gaining increasing acceptance. Results of large 
randomized trials using such agents as tamoxifen and 
raloxifene for prevention among high-risk women have 
shown relative reductions in breast cancer risk of 38% 
to 50%.5-10 Chemoprevention might, therefore, prove the 
most acceptable and useful long-term strategy against 
breast cancer.

Recently, the United States Food and Drug 
Administration (FDA) approved tamoxifen for reduction 
of breast cancer in women at increased risk of the dis-
ease. The defi nition of “high risk” is complex, but most 
randomized trials have used an individual risk of breast 
cancer score derived from the Gail model.11 This model 
computes individualized absolute 5-year and lifetime 
risk estimates (ie, the chance that women with specifi c 
risk factors will develop breast cancer within a speci-
fi ed future period). Variables in this model include cur-
rent age, age at menarche, age at fi rst live birth, number 
of breast biopsies, history of atypical hyperplasia, and 
number of fi rst-degree relatives with breast cancer.

Several groups have produced guidelines that sup-
port counseling women at higher risk of breast cancer 
(Gail index >1.66% at 5 years11) on the potential benefi ts 
and drawbacks of breast cancer prevention with tamoxi-
fen.12,13 The Canadian Task Force on Preventive Health 
Care recommends such counseling (B recommendation). 
Their examples of high-risk patients are any women 
with 2 fi rst-degree relatives with breast cancer or with a 
personal history of lobular carcinoma in situ or atypical 
hyperplasia.12 The Task Force does not suggest routine 

use of the Gail model in family physicians’ offi ces, but 
suggests it could be used when either physicians or 
women are concerned about increased risk. Then, if a 
woman has a risk score higher than 1.66% over the next 
5 years, further discussion on chemoprevention could 
follow. Women at low or normal risk of breast cancer 
should not be offered chemoprevention (D recommen-
dation).

Despite the impressive results of these individual 
trials and FDA approval for tamoxifen, in actual prac-
tice, women’s uptake of chemoprevention has been 
poor.14 Studies of women from families with hereditary 
breast and ovarian cancer suggest that women with a 
higher perceived risk of breast cancer are more likely 
to accept chemoprevention,15 but very little is known 
about women’s views on chemoprevention. Until more 
is understood about chemoprevention, it is unlikely that 
tamoxifen or other agents, such as raloxifene16 and aro-
matase inhibitors,17 currently being evaluated as chemo-
preventive therapies will be used outside the setting of a 
clinical trial.

There is evidence that physicians’ recommendations 
influence women’s decisions to start chemopreven-
tion.18,19 Because most women at increased risk of breast 
cancer fi rst present to their family doctors, it is impor-
tant to assess their views on chemoprevention in the 
family practice setting. We undertook a qualitative study 
to assess women’s general level of interest in chemo-
prevention and to explore their hopes and expectations, 
perceived incentives for and barriers to chemopreven-
tive therapy, factors that infl uenced their decision mak-
ing, and their preferred sources of information.

METHODS

Subjects and setting
Women recruited from the Women’s College Family 
Practice Health Centre, an academic facility in downtown 
Toronto, Ont, were assigned to 1 of 3 groups. Group 1, 

Dr Heisey is a family physician and an Assistant Professor 
in the Department of Family and Community Medicine 
at Women’s College Hospital and a Clinical Associate 
in the Department of Surgical Oncology at Princess 
Margaret Hospital in Toronto, Ont. Dr Pimlott is Director 
of Research and an Assistant Professor in the Department 
of Family and Community Medicine at Women’s College 
Hospital. Dr Clemons is a medical oncologist and an 
Assistant Professor in the Division of Medical Oncology 
at Sunnybrook Health Sciences Centre. At the time of 
the study, Ms Cummings was a research assistant in 
the Department of Family and Community Medicine at 
Women’s College Hospital. Dr Drummond is an Associate 
Professor in the Department of Family Medicine at the 
University of Calgary in Alberta.

Breast cancer risk assessment: More information is avail-
able from the National Cancer Institute website, http://
bcra.nci.nih.gov/brc/q1.htm.

Assessment includes the following risk factors

• Age
• Age at menarche
• Age at fi rst live birth
• Number of fi rst-degree relatives (mother, sister[s], 

or daughters) with breast cancer
• Number of previous breast biopsies
• History of atypical hyperplasia
• Based on the Gail model.11
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women who might already or in future be candidates for 
chemoprevention, consisted of women 35 years old or 
older who had a fi rst-degree relative with breast cancer. 
Group 2, women who were then potential candidates for 
chemoprevention, consisted of women 60 years old and 
older who by virtue of their age alone met Gail criteria 
for increased risk of breast cancer. Group 3 was made 
up of women already participating in the STAR (Study 
of Tamoxifen and Raloxifene) chemoprevention trial,16

the National Cancer Institute’s randomized, double-blind 
trial comparing tamoxifen and raloxifene in women with 
a Gail score of ≥1.66. Groups 1 and 2 were chosen from 
the patient roster at the Family Practice Health Centre 
by age and by using the Ontario Health Insurance Plan 
billing code for benign breast disease or mammary dys-
plasia. History of a fi rst-degree relative with breast can-
cer in group 1 women was determined from cumulative 
patient profi les. Group 3 included STAR participants seen 
by a family physician. Low- and average-risk women 
were not included, as they would not be candidates for 
chemoprevention.

Potential participants were mailed an information 
package containing a letter of invitation, an information 
sheet on the study, and a consent form. Eligible women 
who returned signed consent forms were contacted 
by telephone and invited to an interview at the fam-
ily practice research offi ce. The Research Ethics Board 
of Sunnybrook and Women’s College Health Sciences 
Centre granted approval for the study.

Interviews
The study coordinator conducted open-ended, semi-
structured interviews. At the beginning of each interview, 
women were asked to provide basic demographic data. 
The interviewer followed a guide designed to encourage 
women to explore and discuss their knowledge and feel-
ings about chemoprevention of breast cancer. Among 
the topics explored were women’s views on taking a pill 
to prevent breast cancer; their hopes and expectations 
in doing so; their perception of incentives for and barri-
ers to chemoprevention; and their preferred sources of 
information about chemoprevention. Issues raised in the 
5 pilot interviews were tested in subsequent interviews.

The interviewer was free to vary the wording of ques-
tions and the order in which they were asked. Subjects 
were asked for detail and clarifi cation. The fl exibility of 
this method allowed informants to express thoughts 
and feelings about chemoprevention that were impor-
tant to them and not be constrained by the researchers’ 
interests. All interviews were audiotaped and tran-
scribed verbatim. Names were omitted. Transcripts were 
checked for accuracy.

Women were asked to estimate their risk of develop-
ing breast cancer within the next 5 years and their likeli-
hood of accepting chemoprevention using two 100-mm 
visual analogue scales. The fi rst was anchored between 

“no risk at all” and “absolute certainty,” the second 
between “no likelihood at all” and “absolute certainty.”

Analysis
Two of the investigators (R.H. and N.P.) independently 
reviewed the transcripts to explore and refl ect on the 
text and to identify statements judged to specify incen-
tives for or barriers to accepting chemoprevention. All 
team members met to review transcripts and ensure sat-
uration was reached. Basic statistical analysis was per-
formed to compare characteristics of participants in the 
3 groups (Table 111). In keeping with the Framework20 

approach to ethnomethodologic data analysis, themes 
were identified within and across all 3 groups, and 
the frequency of themes was documented to establish 
their commonality. Themes were examined to discover 
whether any nonconfi rming views could be identifi ed. 
Where no such nonconfi rmation existed, the theme was 
allowed to stand.

FINDINGS

Participants’ characteristics are summarized in 
Table 1.11 We chose a purposive sample of 27 women 
(median age 61 years, range 38 to 77 years) and 

Table 1. Characteristics of participants: Group 1 
comprised women who might in future be candidates for 
chemoprevention; group 2 comprised women who were 
potential candidates for chemoprevention; group 3 comprised 
then-current participants in the STAR chemoprevention trial.

CHARACTERISTIC
GROUP 1

N = 8
GROUP 2
N = 10

GROUP 3
N = 9

Mean age in years 
(range)

48.8
(38-56)

66.3
(61–77)

61.9
(56–74)

Married 63% 50% 67%

Mean no. of 
children

2 3 2

Occupation: 
professional

75% 60% 44%

Education: 
postsecondary

87.5% 60% 66.6%

Household income High Low-middle Middle-high

Risk of developing 
breast cancer in 
the next 5 years 
(range)*

3.11%
(1.40%-
6.80%)

3.09% 
(1.50%-
5.40%)

3.71% 
(2.60%-
6.30%)

Perceived risk of 
developing breast 
cancer in the next 
5 years (range)

40%
(15%-80%)

37%
(0-63%)

35%
(11%-56%)

Likelihood of 
taking chemo-
prevention in the 
next 5 years (range)

62.5%
(9%-100%)

62%
(0-99%)

67%
(0-100%)

*Gail model score.11



Research Women’s views on chemoprevention of breast cancer

interviewed them. Most were highly educated, and all 
but 1 overestimated their actual 5-year risk of devel-
oping breast cancer. Their average risk score was 37%, 
more than 10 times their actual score as calculated 
using the Gail model (mean score 3.30%, range 1.4% 
to 6.8%). Women thought they had a strong likelihood 
(mean 63.8%, range 62.5% to 67%) of taking chemo-
prevention in the next 5 years. Perceived 5-year risk 
of developing breast cancer was not correlated with 
either actual risk (Gail score) or the likelihood of tak-
ing chemoprevention.

Hopes and expectations
When asked about their hopes and expectations from 
taking a pill to reduce their chances of getting breast 
cancer, these women said they needed an acceptable 
decrease in risk. For them, an acceptable decrease in 
risk ranged from 50% to 100%. “…I believe that there’s 
a high possibility of me having breast cancer and the 
doctor said, ‘If you take this pill for 5 years, there’s a 
75% chance that you won’t get it.’ Well I would take it—I 
would be silly if I didn’t.”

Incentives and barriers to chemoprevention
Incentives and barriers articulated during interviews 
are presented in Table 2. Key issues for us were what 
factors women thought would encourage them to take 
the preventive treatment (ie, incentives) and what 

factors they thought would hinder them from doing so 
(ie, barriers).

Incentives. The most frequently mentioned incentive 
was the existence of clear, incontrovertible evidence 
of the effectiveness of the treatment: “…very strong 
scientific evidence that it is advisable, on balance. 
I’d probably have to be pretty strongly convinced.” 
Twelve women identified the concept of preventing 
cancer. “I guess just the mere thought that you could 
prevent breast cancer. It would be enough to spur me 
to do it, sure.”

Women’s personal experience with cancer (not 
always breast cancer) could act as an incentive or bar-
rier, but more commonly acted as an incentive to taking 
preventive therapy: “…I think that [prevention] is great 
and uh, with my husband having [cancer] doesn’t mean 
that I have to wait.…”

Nine women stated that an increased personal risk 
of breast cancer made them more likely to be interested 
in chemoprevention. “Because my mother and 3 of her 
sisters had breast cancer, so anything I can do to pre-
vent cancer I would do.” Women with higher Gail scores 
were no more likely than women with lower scores to 
take preventive therapy as measured by our visual ana-
logue scale.

Altruism was a prevalent theme for women in groups 
2 and 3. They described the motivation they felt to 
advance understanding of the disease and its prevention 
through research. This was despite uncertainty regard-
ing the effectiveness of treatment and the potential for 
side effects. “It’s a good cause, and uh, I feel that I’m 
contributing a tiny bit for the cause.” “I think I’m doing 
it for science, for history. I’m not doing it for me. I’m not 
looking for medals, or anything.”

The desire to benefi t others at potential cost to oneself, 
however, is not straightforward. “Well, obviously you 
need research done into this. If I was assured that—or 
somewhat assured that this was going to help—be in my 
interest—I think most people would do that.” Secondary 
gain was an incentive for group 3 participants. “Um, it’s 
also very reassuring to get the regular checkups and be 
looked after the way I am in the study, because I tend 
then to just forget about it.”

The experience of being proactive and attempting to 
take control over their disease was also considered to 
be an incentive. “I think I learned from my experience 
with my mother that being aggressive about treatment 
is a worthwhile approach, avoiding any sort of compla-
cency. It [could] be that that would incline me to take a 
pill rather than not.”

Barriers. When asked to identify the specifi c barriers 
they perceived as potentially inhibiting them from tak-
ing the treatment, the most common concern was side 
effects.

Table 2. Incentives for and barriers to 
chemoprevention: Group 1 comprised women who might 
in future be candidates for chemoprevention; group 
2 comprised women who were potential candidates 
for chemoprevention; group 3 comprised then-current 
partici pants in the STAR chemoprevention trial.
INCENTIVES FOR AND BARRIERS TO 
CHEMOPREVENTION

MENTIONED BY 
GROUPS

INCENTIVES

Effectiveness 1,2,3

Prevention of breast cancer 2,3

Personal experience with cancer 1,2,3

Personal risk of breast cancer 1,2,3

Altruism 2,3

Secondary gain 3

Being proactive and in control 1,2,3

BARRIERS

Side effects 1,2,3

Term “chemoprevention” 2,3

Lack of information 1,2,3

Denial 1,2,3

The “HRT fi asco” 1,2

Aversion to medication 1,2,3

Cost 1,2
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Obviously there would be side effects … that if you 
had a particular sensitivity to the drug, then you 
would see that almost immediately, or in the very 
short term, which is fine … that I could deal with … 
nausea, vomiting, hair loss, skin rashes, this kind 
of thing … the long-term effects would concern 
me…. They could be something detrimental to your 
immune system; it could affect the liver, kidney 
function.

Respondents recognized, however, that while side 
effects range from trivial to severe, noticeable effects on 
what each individual considered “normal” functioning 
indicated the border between acceptability and unac-
ceptability. “Well, I guess I’d be concerned about—let’s 
put it—any that would actually affect my routine.”

Many of the feared side effects, however, included 
nausea and hair loss, which are more commonly associ-
ated with chemotherapy than chemoprevention. Indeed 
the name chemoprevention might itself act as a barrier 
because it can be easily confused with chemotherapy. 
“Just so I know, for example, my mother takes a pill a day 
now. Is that in fact a chemotherapy drug? This is some-
thing that’s not a chemotherapy drug?”

Women from all 3 groups cited “lack of information” 
as a barrier to informed decision making.

I want to know a little more, because then when you 
have to make a decision with information … and … 
you can’t give me an answer for everything, but at 
least if you give me all the information you have, and 
I know that information, then I can assess it, and then 
I make my decision, and then I realize it.

Denial was also identified as a barrier. “It’s like death; 
people don’t want to talk about death … I think they’re 
scared or don’t want to acknowledge it. Because if you 
acknowledge something you have to then do something 
about it.”

The recent “HRT fiasco” was described as having a 
strong influence over the women’s views on chemopre-
vention.

I think this HRT business, and I don’t mean to suggest 
that I’m upset about it, I’m not because nothing hap-
pened and so on. But, you know, 30 years is an awful-
ly long time to tout something as being a panacea and 
then to turn around and say, “We made a mistake.”

Several women remarked on their aversion to tak-
ing “unnatural” medication, and such medication’s 
interference with body integrity: “…whether I had any 
concerns about introducing something that would 
strike me immediately as unnatural into my body on 
a daily basis.”

Finally, cost was identified as a possible barrier.

Evaluating incentives and barriers
Faced with deciding to have chemopreventive treatment 
or not, several women described the trade-off involved 
in making a decision. This included their subjective per-
ception of their personal risk of cancer, the risk of severe 
side effects, the risk of adverse events, and the likeli-
hood of benefit. For some women, the risk-benefit analy-
sis was quite straightforward.

Well, I guess it made me realize that I should really 
think about what I take before I take it, and investi-
gate, learn as much as you can about whatever it is, 
but I mean when I make a decision, the pros are on 
this side, the cons are on this side, and I add them up 
[demonstrates with hands], and I look at them both, 
and I think in this situation it was pro for me person-
ally. It’s just kind of cut and dried for me. Very simple.

For others, the decision-making process was more 
complex. Assessing the uncertainty of the trade-off, long-
term side effects, and efficacy against the likelihood of 
getting breast cancer seemed difficult.

Will [chemoprevention] lessen the risk for me to get 
breast cancer? Or will I take a pill 5 years and … maybe 
contaminate my body and have secondary effects, be 
sick, have 5 years of dealing with that medication, and 
actually … never have cancer? … It’s longer term and 
it’s based on a hypothesis, not on a fact. It’s a hypoth-
esis I may get cancer. They are two different things.

All women seemed to weigh their hopes, expecta-
tions, incentives and barriers in the context of their 
personal experiences with breast cancer to arrive at a 
decision about preventive therapy.

Preferred information sources
Although most women (17/27) stated that their family 
physicians were their preferred source for information 
regarding chemoprevention, they acknowledged that 
this might not be their sole source. Other information 
sources mentioned are listed in Table 3.

DISCUSSION

For women at increased risk of breast cancer, chemopre-
vention has been shown to be an effective risk-reduction 
strategy.21 Although many factors could be responsible 
for the documented low uptake of chemoprevention,14 
we wanted to understand better how women make 
decisions about chemoprevention in a family practice 
setting. This is the first study we are aware of in this set-
ting. This is important, as family physicians are often 
the first health care professionals patients approach for 
information about risk reduction.
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A previous study of the “determinants of having an 
interest” in taking chemoprevention consisted of tele-
phone interviews with women aged 40 to 45 or 50 to 
55 who were already enrolled in a randomized con-
trolled trial to assess the effi cacy of a decision aid for 
mammography.22 Although only 8% of the 1273 women 
qualifi ed as high risk (by the Gail model) for consider-
ing chemoprevention, 23% expressed interest. Increased 
personal risk based on Gail score was not associated 
with interest in chemoprevention.

Women in our study were very interested in the con-
cept of chemoprevention; they expressed a 62% to 67% 
likelihood of taking it in the next 5 years. Personal risk 
of breast cancer did not correlate with increased like-
lihood of accepting preventive therapy as assessed by 
our visual analogue scale. This might be due to the fact 
that the overall likelihood was so high. All 3 groups of 
women overestimated their risk of breast cancer. Even 
STAR participants, who had received personalized edu-
cation in risk assessment and had been given Gail scores 
indicating their personal risk of breast cancer in the next 
5 years, overestimated their risk; a phenomenon that is 
well documented.23 Our study group overestimated their 
risk by an average of 34%, which is similar to the 25% 
reported by Davis et al.24

Cyrus-David and Strom18 assessed knowledge of 
and attitudes toward chemoprevention in 26 women 
at increased risk of breast cancer. A physician’s 
recommendation, after thorough discussion of risk-ben-
efi t issues, to take chemopreventive treatment seemed 
essential for women to accept treatment. As Cyrus-David 
and Strom18 did, we found that personal experience, as 

in having a close friend or relative with breast cancer, 
tended to increase the likelihood that a woman would 
accept preventive therapy. Our data suggest that women 
who like to be proactive and in control are more likely 
to consider preventive therapy.

Women said that they needed to know the chemopre-
ventive agent had proven effi cacy and that they needed 
more information, which they overwhelmingly preferred 
to get from their family doctors. Evidence shows that 
primary care physicians widely endorse mammography 
and counseling about lifestyle behaviour for breast can-
cer prevention and risk reduction, but are less likely to 
refer high-risk patients for genetic evaluation and newer 
therapeutic options, such as chemoprevention.23 This is 
understandable, as the fi eld of genetics and the concept 
of preventive therapy for breast cancer is relatively new 
and rapidly evolving.

Women from groups 2 and 3 interested in chemopre-
vention tended to be more altruistic, a concept docu-
mented in elderly people with respect to other preventive 
therapies.25 There was a suggestion that the women in 
group 3 who had chosen chemoprevention had a more 
fatalistic outlook on life; researchers have observed that 
otherwise healthy women with no history of serious 
medical problems are unlikely to accept chemopreven-
tion and that optimism is negatively associated with 
acceptance of preventive strategies.26 Our study showed 
that women in group 3 believed they derived important 
secondary gain from being part of a clinical trial.

Port et al27 studied 43 women at increased risk of 
breast cancer recruited from surgical practices in the 
Special Surveillance Breast Program at the Memorial 
Sloan-Kettering Cancer Center in New York. Women 
were fi rst given questionnaires to assess their knowl-
edge of tamoxifen and its risks and benefi ts and then 
provided with educational sessions and literature on 
tamoxifen. Afterward, the women’s knowledge was 
assessed again and subsequently reassessed by tele-
phone interview. Only 2 of the 43 women elected to 
start tamoxifen. Educational sessions did not infl uence 
their decisions. Fear of side effects and lack of available 
information on tamoxifen were reasons these women 
declined the drug. In fact, we found fear of side effects 
and lack of information were notable barriers to che-
moprevention. Many women in our study attributed to 
chemoprevention many of the potential side effects nor-
mally associated with chemotherapy. Groups 1 and 2 
stated that the “HRT fi asco,” to use their terminology, 
strongly infl uenced their reluctance to take medication.

Evidence from our study suggests that at least 4 
conditions must be met in order for women to accept 
chemopreventive treatment (Table 4). Conditions for 
acceptance included a belief in the effectiveness of the 
chemopreventive agent, preferably supported by sci-
entifi c evidence; an ability to overcome reluctance to 
ingesting manufactured substances of uncertain safety; 

Table 3. Preferred sources of information on 
chemoprevention: Group 1 comprised women who might 
in future be candidates for chemoprevention; group 
2 comprised women who were potential candidates 
for chemoprevention; group 3 comprised then-current 
participants in the STAR chemoprevention trial.
SOURCE MENTIONED BY GROUPS

Family doctor 1,2,3

Media (television, magazines, 
newspapers)

1,2,3

Gynecologist 1

Professional colleagues 1

Scientifi c reports 1

Reputable journals 1

STAR trialists 3

Family members 1,2,3

Pharmacy or pharmacist 3

Internet 1,2,3

Breast specialist 1,2,3

Library 3
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a belief that side effects will be tolerable; and a prefer-
ence for being proactive and in control in health-related 
matters. These conditions were then factored in the 
context of personal decisions infl uenced by the previ-
ously mentioned incentives and barriers.

Limitations
Weaknesses of this study include a fairly homogeneous 
sample of well educated women. The substantial over-
estimation of breast cancer risk and of the likelihood of 
taking chemoprevention might refl ect an inability to use 
our visual analogue scale effectively. Visual analogue 
scales are accepted widely for assessment of cancer pain 
but are not as widely used for assessment of cancer risk. 
Possibly, women were more likely to indicate their fam-
ily physician (R.H.) as their preferred source of informa-
tion because she was the primary investigator. We did 
not ask women directly how they arrived at their deci-
sions; this might be an area for further research. Family 
physicians’ views on chemoprevention would also be 
interesting to study. Despite these limitations, our fi nd-
ings do help us better understand women’s views on 
chemoprevention.

Conclusion
Women at increased risk of breast cancer are interested 
in taking a pill to prevent it, and they want information 
about this therapy from their family doctors. Certain 
conditions must be met for women to accept chemopre-
vention. Family physicians will need more information 
and education about this aspect of breast cancer preven-
tion, as they are the most favoured and trusted source of 
information. The word chemoprevention should not be 
used because it conveys negative connotations associ-
ated with chemotherapy. 
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